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Management of Terminal Illness: The Hospice Concept of Care*

Josefina B. Magno, MD^

A

lmost 20 years ago. Dr. Elisabeth Kubler-Ross, a Swiss psyHospice care maximizes the quality of life of terminally ill pachiatrist on the faculty of the University of Chicago, revotients by addressing the needs and problems ofthe dying. While
lufionized the Western attitude towards death and dying when
there have been many studies on this subject, the unpublished
she wrote the book On Death and Dying (1). At afimewhen the
doctoral dissertation of Bishop Edward Crowther of southem
topic of death was taboo in the United States. Dr. Kubler-Ross
California, "Care Versus Cure in Terminal Dlness," is one ofthe
decided to interview hundreds of dying patients to ask them to
most simple and therefore extremely useful studies. Dr. Crowdescribe their feelings and what dying was all about. In that
ther interviewed hundreds of dying patients in the United States
book, she coined the expression "being alive until one dies."
and in England and categorized their problems under three maThe efforts of Kubler-Ross and the popularity of her book sudjor headings: pain, loneliness, and loss of control. For hospice
denly made it possible for health care professionals, church peocare to be effective, it must address all of these problems adeple, and lay people to talk about death and dying, and laid the
quately and competentiy.
framework for the beginning of the hospice movement in the
Hospice care has two unique features. First, in hospice the
United States.
unit of care is both the patient and the members of the family.
In England, in 1967, Dame Cicely Saunders founded St. Chris- Not only must the hospice team look after the patient's needs, it
topher's Hospice, a 55-bed hospice inpatient facility in Sydenalso must take care of the family's needs before, during, and afham, a suburb of London. Subsequently, St. Christopher's Hoster the patient dies. This includes a bereavement follow-up for
pice became a showcase for the world to see that people can in13 months after the death of the loved one to ensure that the
deed die painlessly, peacefully, and with dignity. Many pioneers
grieving process is well managed and no professional intervenof hospice in the United States leamed their first lessons in cartion is indicated. Second, ho,spice recognizes that a human being
ing for the terminally ill at St. Christopher's Hospice. Perhaps
is not just composed of a physical body that can have disease,
this explains why even today many people still ask where it is lobut that the person is a composite of the physical, the social, the
cated when the word "hospice" is mentioned.
psychological, and the spiritual. This is why a hospice team is
In the United States, hospice is neither a place nor a brick and
never just a group of physicians or nurses—it is an interdiscimortar structure. Hospice is a concept of care, the goal of which
plinary team composed of physicians, nurses, social workers,
is to help a patient be alive until he or she dies. Hospice maxiclergy, and volunteers, all of whom play equally important roles
mizes the quality of life when cure of disease is no longer possiin the care of the patient and the members of the family. The
ble. Hospice stresses that while an individual is "dying," he or
team meets regularly, usually at least once a week, so that on any
she should be "living" until the last breath of life is taken. Hosgiven day everyone knows what is happening, what new probpice believes that the last days or weeks or months of a human
lems have occurred, and how best to address them.
being's life can be the most meaningful part of that life, because
it is the time when material things can be put in order, when
good-byes can be said, when broken relationships can be healed,
State of the Art of Hospice in the United States
when forgiveness can be extended or received, and when love,
While the hospice movement in the United States is only 17
which may never have been expressed before, can finally be
years old, it has made giant strides within that relatively short
stated.
period of fime. Today, there are approximately 1,500 hospice
Hospice care in the United States is care in the home whenprograms of all sizes and types in every state of the country.
ever this is possible, practical, and appropriate. Inpatient hosSome of them are rural, some urban; some are small, some large;
pice care is indicated only for two reasons: if the patient's symp- some are purely volunteer in nature and some charge for sertoms cannot be successfully managed in the home setting, and if
vices; some are hospital or home health agency based, while
the family is exhausted from taking care of the patient and needs
some respite. Hospice home care should comprise 80% of the
*Bascd on lhe presenlalion given al lhe Second Annual Henry Ford Hospice Symposium
patient's total hospice care, and only 20% should be inpatient
April 17, 1991, Detroit,
care. Reimbursement for hospice care, either by Medicare orby
tDivision of Hematology/Oncology, Henry Ford Hospital; Director of Hospice Education, Research and Developmeni, Henry Ford Heallh System,
private insurers, requires this 80;20 ratio of home care to inpaAddress correspondence to Dr, Magno, Director, Hospice Educaiion, Research and Detient hospice care.
velopmem, Henry Ford Health System, 2799 W Grand Blvd, Detroit, Ml 48202,
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some are community based. What started as a grassroots movement in 1978 has evolved into a well-recognized part of the
United States health care system. Medicare and Medicaid, as
well as most private insurance providers, now pay for hospice
care; most of the 50 states have legislation to regulate the quality

In the llnited States, hospice is neither a place
nor a brick and mortar structure. Hospice is a
concept of care, the goal of which is to help a
patient be alive until he or she dies. Hospice
maximizes the quality of life when cure of disease is no longer possible.

of hospice care; and the Federal government has recognized the
importance of hospice care by declaring November ofeach year
as "Hospice Month." By and large, there is reason to believe that
hospice has succeeded in the United States and that the terminally ill in our communities are beginning to receive the compassionate and loving care that they need.
In August 1980, St. Christopher's Hospice held the Fir.st Intemational Conference on Hospice Care in Lx)ndon. Paul Torrens, MD, of the University of California-Los Angeles School
of Public Health and one of the first world leaders on hospice
care, said at this conference: "The challenge now is to refine, to
reappraise, to evaluate, to try new approaches and new linkages;
to move into new areas, so that the work we have started well
will serve as a leaven and as a catalyst for future developments"
(2). Today, a little more than a decade after that first International Conference on Hospice Care, we are confronted with the
challenges that Dr. Torrens had so prophetically stated.

New Challenges
At the First Annual Meeting of the National Hospice Organization (NHO) in November 1978, Senator Edward Kennedy set
aside his prepared speech and instead talked about the death of
his father and how his family cared for him in their home until he
died. He said they were fortunate because they had the resources
to make that lype of home care possible, but that not everyone
is as fortunate as his family. That is why he said "the hospice
movement is a good movement, not because it was mandated by
the Federal govemment, nor was it legislated by Congress, but
because it evolved out of the hearts of people who care" (3).
People across the United States felt the need for a special type of
caring for patients who are no longer curable of their disease,
and when they heard about the hospice concept of care they
started to form hospice programs in their towns, cities, or communities. There were no guidelines, no funds, and no manuals,
but people cared and hospice programs began to care for the dying in the best way people knew how. It was a grassroots movement, but it worked.
This type of growth carried with it inevitable problems. At the
NHO's Fifth Annual Meeting in November 1983, Dr. Balfour
Mount (4). Founder and Director ofthe Palliative Care Service
ofthe Royal Victoria Hospital in Montreal. Quebec, asked two
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important questions: Is there adequate involvement of the medical profession in the delivery of hospice care? Is there a solid
base of knowledge on the hospice concept of care today? The
answer to both questions was negative. Physicians were not adequately involved in the delivery of hospice care, and there was
no solid base of knowledge on the hospice concept of care because hardly any research had been done on the many aspects of
hospice care. No research work was under way because physicians were not interested in hospice care—it was a vicious cycle.
These issues represent two important challenges that now
confront the hospice movement in the 1990s. First, we need to
involve physicians in the delivery of hospice care so that they
will refer their patients, for whom cure is no longer possible, to
a hospice program and not feel that by doing so they have failed
or are abandoning their patients when they need their physician
most. Second, we need to develop a solid base of knowledge on
the hospice concept of care so that even the most skeptical physicians will realize that hospice care for the terminally ill has a
scientific basis and is scientifically sound.
To meet these two challenges, hospice programs need to do
the following:
1. A hospice program must provide the highest quality of care
for its patients and the members of their families. By doing so.
the referring physicians will realize that referring their terminally ill patients to a hospice program is the best way of caring
for them. Quality care includes excellent symptom and pain
control and the use of an interdisciplinary team to provide the
patient and the family with the needed social, psychological,
and spiritual support. The hospice team achieves what the referring physicians could not have done by themselves and also
serves an important role of relieving the referring physicians
of much of the demands that the patients would normally have
made on their time.
2. Hospice programs need to become involved with research
efforts to discover more innovative and effective ways of meet-

Two important challenges confront the hospice movement in the 1990s. First, we need to
involve physicians in the delivery of hospice
care so that they will refer their patients., .to a
hospice program. Second, we need to develop a
solid base of knowledge on the hospice concept
of care so that even the most skeptical physicians will realize that hospice care for the terminally ill has a scientific basis and is scientifically sound.

ing the needs of patients and their families. Undertaking research on the many aspects of hospice care will oblige the hospice caregivers to read and keep abreast ofthe literature on hospice care which now is available in great abundance.
The world leaders on hospice/palliative care have consistently stated that a hospice program must have the three components of patient care, education, and research in order to fulfill
its mission of caring for the terminally ill. This is evident in that
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the quality of patient care is dependent upon how well the hospice team members are trained, and the quality of training provided to the staff is dependenl upon an ongoing research effort
to discover better ways of caring for terminally ill patients and
their families.
To meet the many challenges that now confront the hospice
movement, we must work to assure that every hospice program
Approximately 450,000 cancer patients will die
each year in the United States. Approximately
85% of these patients will die without hospice
care. If patients can die painlessly,
peacefully,
and with dignity with hospice care, it is not
right that so many more patients die without
the benefit of hospice services.

in the United States becomes involved not only in the care of patients but also in active educational and research efforts as prescribed by the authorities on hospice care.

New Dimensions
Today approximately 95% of hospice patients are cancer patients. Eligibility criteria for admission into a hospice program
require the primary physician to certify that the patient is no
longer under curative treatment and that his or her life expectancy is limited to six months or less. Only in cancer can the
physician make this kind of certification because it is easy to
know that all the modalities of treatment have been tried and
have failed and that it is safe to assume, based on the clinical
history of the disease, that the patient has approximately six
months to live. In diseases other than cancer, the patient could
die in a few days or live many more years; it is extremely difficult for the physician to make an accurate prognosis. For these
types of patients, gaining admission into a hospice program is a
difficult problem.
Yet patients die from many causes other than cancer and they
too have the same problems of pain, loneliness, and loss of control that are unique to the dying. Hospices address these needs in
terminally ill cancer patients but are not able to do so for other
types of patients such as those with the acquired immunodeficiency syndrome (AIDS), Alzheimer's disease, or end-stage renal disease. In many cases, these patients have a more urgent and
pressing need for hospice services because the physical, social,
psychological, and spiritual problems of both patients and family members are so much more acute due to the nature and the
prolonged duration ofthe disease process.
The same need exists for residents and patients of nursing
homes who are there because of old age or a prolonged chronic
and debilitating illness. These patients need hospice services to
maximize the quality of whatever remaining life they have, and
they and their families need the physical, social, psychological,
and spiritual support that hospice care can provide.
Dying children comprise a .special segment ofthe population.
While a few hospice programs are trying to provide services for
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these children, it is obvious that the available hospice services
for this population are still inadequate.
The most recent data from the NHO show that the existing
hospice programs in the United States provide services to approximately 15% of terminally ill cancer patients. Data from the
National Cancer Institute show that approximately 450,000 cancer patients will die each year in the United States. This means
that approximately 85% ofthese patients will die without the
benefit of hospice care. If patients can die painlessly, peacefully,
and with dignity with hospice care, as experience in both the
United States and England has shown, it is not right that so many
more patients die without the benefit of ho.spice services.
Thus, new issues that the hospice movement in the United
States needs to consider in the years ahead include the following:
1. Can hospice care be made available to patients other than
cancer patients? What are the mechanics involved in making
this shift in the type of patients served by hospice programs, especially in regard to AIDS patients?
2. Can hospice services be made available to patients/residents in nursing homes?
3. Can hospice care be made available to dying children?
4. Can the availability of hospice services be expanded so that
a greater number of cancer patients can be provided with hospice services? What are the obstacles and difficulties involved in
such an expansion?
These are the challenges and the new dimensions that we face
in the 1990s. As we look back on the many years that have passed
since our country's first hospice program was started in Connecticut in 1974 and the many achievements that have been recorded
since then, we can all feel hopeful that the ho.spice movement in
the United States and the thousands of dedicated and committed
hospice professionals and volunteers all overthe country will successfully meet these challenges andriseup to what is demanded
and expected of them.
A dear friend of mine, who is 78 years old, said to me one day,
"You know, I have always been afraid to die because I have seen
so many of my friends die screaming in pain and devoid of all
their dignity. But now I am no longer afraid to die because we
have hospice and 1 know that the hospice caregivers will not allow me to be in pain, and they will see to it that 1 die with dignity. And that is a very con.soling thought." This woman is probably expressing the thoughts of hundreds of thousands of people
who, because of hospice, are no longer afraid to die. For that
alone, what a great service the people involved in hospice care
have given to mankind.
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